
 

Independent Living Research Utilization 

Promoting Self-Direction and Consumer 
Control in Home- and Community-Based 

Service Systems 

Third of Three Papers on 
Unlocking the Code of Effective Systems Change 

Prepared By: 

Michael J. Kendrick, Ph.D. 
Richard E. Petty, M.B.A. 

Lee Bezanson, J.D. 
Darrell L. Jones, M.A. 

January 2006



 

ILRU Community Living Partnership 
National State-to-State Technical Assistance Center 
A National Technical Assistance Program at  
Independent Living Research Utilization 

© January 2006 

ILRU Program 
2323 S. Shepherd, Suite 1000 
Houston, TX 77019 
713.520.0232 (Voice and TTY) 
713.520.5785 (Fax) 
http://www.ilru.org 

Lex Frieden 
ILRU Director 

Richard Petty 
Director 
ILRU Community Living Partnership 

Darrell Jones 
Program Coordinator 
ILRU Community Living Partnership 

Publications Staff: Marisa Demaya, Sharon Finney, and Darrell Jones 

ILRU supports community independence for people with disabilities through a 
national program of research, education, consulting, and publications. ILRU is a 
program of The Institute for Rehabilitation and Research (TIRR), a nationally 
recognized, freestanding rehabilitation facility for persons with physical 
disabilities. TIRR is a part of TIRR Systems, which is a not-for-profit corporation 
dedicated to providing a continuum of services to individuals with disabilities. 

This paper was developed under Grant No. 18-P-91554/6-01 from the U.S. 
Department of Health and Human Services, Centers for Medicare & Medicaid 
Services (CMS). The contents do not necessarily represent the official position of 
CMS and no endorsement should be inferred.

 



 

Table of Contents 
I. INTRODUCTION..................................................................................................... 1 

II. SELF-DIRECTION AND CONSUMER CONTROL IN SERVICE 
 DELIVERY ............................................................................................................... 2 

A. DISTINGUISHING BETWEEN “CONSUMER DIRECTION” AND “EMPOWERMENT”......... 3 

B. THE LACK OF CONSUMER DIRECTION IN MANY CURRENT SERVICE SYSTEMS......... 3 

III. DEFINING CONSUMER CONTROL AND DIRECTION ................................. 4 

A. LEVELS OF CONSUMER DIRECTION AND CONTROL .................................................. 4 

B. SCOPE OF DIRECTION AND CONTROL: OVER WHAT DOES THE PERSON EXERCISE 
 AUTHORITY?............................................................................................................ 6 

C. SUPPORT AND FACILITATION OF PERSONAL CONTROL ............................................ 7 

IV. SUMMARY OF RECOMMENDATIONS TO CREATE OR ENHANCE 
 CONSUMER DIRECTION IN SERVICE PROGRAMS..................................... 8 

A. IMPLEMENTATION OF STANDARDS, INDICATORS AND MEASURES OF CONSUMER 
 DIRECTION ............................................................................................................... 8 

B. POLICIES AND SYSTEMS DESIGN ENHANCEMENTS RELATED TO CONSUMER 
 DIRECTION ............................................................................................................... 9 

C. APPROACHES FOR CONSUMER LEADERSHIP AND INVOLVEMENT IN DECISION 
 MAKING................................................................................................................... 9 

D. EQUALIZATION OF KNOWLEDGE ............................................................................ 10 

V. KEY STEPS LEADERS IN AGENCIES AND ORGANIZATIONS CAN 
 TAKE TO FOSTER CONSUMER DIRECTION............................................... 10 

A. STRATEGIES TO PREPARE FOR CONSUMER DIRECTION AT THE ORGANIZATIONAL 
 LEVEL .................................................................................................................... 10 

B. STRATEGIES FOR EFFECTIVE LEADERSHIP IN CONSUMER DIRECTED-SYSTEMS ...... 11 

C. STRATEGIES FOR WORKING WITH SERVICE USERS .................................................. 12 

VI. CONCLUSION ....................................................................................................... 14 

VII. READING LIST...................................................................................................... 15 

 



 

Acknowledgements 

We gratefully acknowledge the gift of time and insights shared by Real Choice 
Systems Change grantees during our onsite visits: New Hampshire Department 
of Health and Human Services, Arkansas Division of Aging and Adult Services, 
Connecticut Association of Centers for Independent Living, Connecticut 
Department of Social Services, Long Term Care Authority of Tulsa, New York 
State Department of Health and Broome County New York CASA, and Center for 
Excellence in Disabilities at West Virginia University; and their numerous 
associates. We also acknowledge the additional people beyond these who 
attended the “Unlocking the Code of Effective Systems Change” colloquium in 
Houston, January 2005.1 We thank those who assisted the authors by leading 
colloquium discussion groups, including Melissa Wittman, Ernest McKenney, Jay 
Klein, Dave Hasbury, and Lex Frieden. We also wish to thank Karen Kuralt and 
Kaye Beneke for their expert editorial assistance. And finally, we are deeply 
grateful to Melissa Hulbert and Cathy Cope of CMS; Jay Klein of CHANCE, 
University of New Hampshire; and Leandre Waldo-Johnson of Boston College 
Graduate School of Social Work, without whose support and guidance this work 
would not have been possible. 

                                            
1 A list of participants can be found at http://www.ilru.org/html/projects/CMS/colloquiumindex.htm 

Self-Direction and Consumer Control 



 

I. Introduction 
Over the past several years, staff members and partners of the Independent 
Living Research Utilization (ILRU) team have provided technical assistance, 
training, publications, and other support to the Real Choice Systems Change 
initiative of the Centers for Medicare & Medicaid Services. As we conducted this 
important work, we began to observe there were clear distinctions between those 
programs that achieved (or showed real promise for) enduring change and those 
programs that failed to realize their full potential. In 2004, after almost four years 
of working with Real Choice grantees, we took the step of looking much more 
closely at how to foster meaningful, sustainable changes in the social services 
systems that support people with disabilities of any age. We identified six 
outstanding projects that had received Real Choice Systems Change grants; 
each of these projects initiated significant and beneficial change in their 
respective states (Arkansas, Connecticut, New Hampshire, New York, 
Oklahoma, and West Virginia). The chosen projects were diverse in many 
respects, including 

• the scale, scope, and character of the service systems in place, 

• the people and needs that were the focus of the changes, 

• the types of participants involved in the change process, 

• the changes being pursued, and 

• the history and duration of the change process. 

We asked representatives of these projects to reflect on their experiences and 
share lessons they learned about systems change. We interviewed project staff 
and consumer leaders. We wanted to know whether there were common factors 
that are central to achieving people-friendly systems change. 

In January 2005, ILRU continued its investigation by inviting representatives from 
the six projects and other key Real Choice Systems Change leaders to a 
colloquium to discuss key elements of meaningful and sustainable systems 
change.2 The group spent 2 1/2 days in Houston in active dialogue focused on 
three topics: 

• Key components of systems change 

• Features of a high-quality community service system 

                                            
2 Readers interested in the original three papers used as catalysts to stimulate dialogue at the colloquium 
may access them at http://www.ilru.org/html/projects/CMS/colloquiumindex.htm 
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• The promotion of self-direction and consumer control in service programs and 

systems 

From our study of successful programs and the recommendations and guidance 
of the colloquium participants, we have developed three papers that address 
these central aspects of the creation of enduring change. 

The first paper in the series, Key Components of Systems Change, 
creates an overall framework for the discussion of systems change 
and serves as a summary of the concepts discussed in all three 
papers. In addition, it includes several specific recommendations 
that can be applied now by any grantee, state, or program to 
enhance prospects of achieving enduring change in home and 
community based services. 

The second paper in the series, Features of High-Quality 
Community-Based Services, identifies the features of high-quality 
integrated community services and the systems that support them. 
It serves as foundation work for additional exploration and 
discussion of what constitutes effective community services. The 
paper will undergo continuing development in discussions with 
representatives of projects and consumer leaders in states. The 
authors believe the paper, in its current form, will augment 
assessment of existing systems and planning of new or improved 
systems and, after refinement, it will become an even more useful 
tool for those involved in systems transformation. 

In this paper, the third in the series, Promoting Self-Direction and 
Consumer Control in Home- and Community-Based Service 
Systems, we examine what contemporary social service systems 
can do to promote consumer-directed services. We identify different 
features that make a service "self-directed," and we identify 
characteristics of successful consumer direction and 
self-determination. As with the second paper, in its present form, it 
serves as foundation work for additional dialogue and will also 
undergo continuing development in discussions with 
representatives of projects and consumer leaders in states. 

II. Self-Direction and Consumer Control in Service 
Delivery 

People with disabilities, including older adults, seek to live their lives in the same 
fashion as people without disabilities. People with disabilities often report they 
are hampered in this quest not by their disabilities, but rather by artificial barriers 
created by the cultural environment in which they live; discrimination born of 
superstition, ignorance, and even paternal benevolence continues to impede 
progress toward a world in which equality is the norm. 
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Social service systems cannot eliminate all of the barriers that arise from 
society’s stereotypes and cultural norms. However, they can provide service and 
support in a way that gives control to those receiving services, fostering greater 
independence and autonomy among service users. At the very least, systems 
should not create barriers that prevent individuals from participating in all aspects 
of family and civic life. 

A. Distinguishing between “Consumer direction” and “Empowerment” 

We first want to explain why we specifically chose the terms “self-directed,” 
“consumer-directed,” and “consumer control” to describe the types of systems 
advocated in this paper. Before our 2005 colloquium, we originally planned to title 
this paper The Character of Personal Empowerment. After further discussion, 
however, the colloquium work group concluded “empowerment” is distinctly 
different from consumer direction and is not necessarily fostered through 
consumer direction. Empowerment is a highly personal concept—what 
constitutes empowerment for one person may not for another. Self-direction, on 
the other hand, is a more concrete concept, and it is a valuable pursuit in and of 
itself. It improves the quality and effectiveness of services by giving the service 
recipient greater control over the services offered, the method of delivery, and 
the provider of the services—thereby increasing the likelihood that services truly 
meet the needs of those who receive them. 

B. The Lack of Consumer direction in Many Current Service Systems 

People with disabilities, including some interviewed during preparation of this 
paper, report human service systems often fail to foster personal control and 
autonomy. This may well be a reflection of concepts and sensibilities of our 
broader society. Many people with disabilities can clearly articulate how their 
experiences as service users have deprived them of personal control and 
autonomy. “My life should not be about 15-minute increments of service,” said 
one West Virginia resident. A woman in Connecticut said, “I feel like a conduit 
through which the government passes money to professionals.” Having to plan 
your life around the availability of staff at the local home health agency virtually 
eliminates the flexibility other people enjoy. Admittedly, not everyone has these 
perceptions or experiences of restriction, but they are reported often enough that 
we must consider the implications of these perceptions. 

There are many reasons that human service systems may not offer meaningful 
control and direction to the people who receive their services. These typically 
include, but are not limited to, social devaluation, poverty, stereotypes and 
stigma, professional sovereignty, assigned roles, prejudicial beliefs and attitudes, 
vested interests, fears, limitations, and institutional expedience. Sometimes the 
factors that hinder consumer direction in a particular system are difficult to 
unearth; much of what prevents control and autonomy is done unconsciously and 
there are often multiple factors at work. These factors are operative even though 
their workings may be obscure, denied, or disguised. Later in this paper, the 
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author’s will describe several approaches for ensuring that service users do have 
true direction and control of services, but first it is appropriate to consider a 
common definition of consumer control and direction. 

III. Defining Consumer Control and Direction 
To simplify the definition of consumer control and direction, we can identify 
several attributes of direction and control that many human services leaders 
intend to promote and endorse. These include factors such as: 

• Valued roles 

• Person-centeredness and individualization 

• Legal rights 

• Flexibility, responsiveness, and enablement 

• Enriched life opportunities 

• Respect; absence of degradation and mistreatment 

Actions that encourage these attributes support consumer direction and control, 
while actions that discourage these attributes reduce individual control. 

A service may do well in promoting some of these attributes while failing to 
promote others. Consumer direction, therefore, is a relative concept that varies 
along a continuum ranging from little control for the user to full control. To 
evaluate how effectively a service system provides consumer-directed services, 
we must evaluate the system in terms of the levels of control it offers. 

A. Levels of Consumer Direction and Control 

To measure the control offered by a service system, we must begin by asking 
two key questions: 

1. Is the person who is using the services actually able to make a significant 
difference, through his or her own actions, in the character of the services he 
or she is receiving? 

2. More precisely, how many key decisions about the design and operation of 
the service are made by the person who is using the service, and how many 
are made by others on behalf of the service user? 

A “key decision” is anything that substantially affects the nature of the service an 
individual receives. For example, service staff members account for as much as 
85% of the total cost of services—to what degree, then, does the service user 
control who the service staff members are? By noticing who is making the actual 
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decisions about services, we can distinguish who is actually in control of the 
service and who is not. 

We have created a continuum from low to high that can be used to describe the 
degree of consumer direction and control offered by a given system. We have 
adopted a simple six-level “empowerment” scale developed by Michael Kendrick; 
each level describes a greater degree of self-direction and control measured by 
the authoritative decision-making standard. 

Level One: At this level, service users make no substantive 
decisions about their service. 

Level Two: At this level, service users make no substantive 
decisions about their service, but they are routinely informed about 
the decisions others will be making on their behalf. 

Level Three: At this level, service users are routinely consulted 
about their service preferences by the actual decision-makers. 

Level Four: At this level, service users routinely make a significant 
minority of the substantive decisions about their personal services. 
(A significant minority, in statistical terms, might range from 
25% to 45% of key decisions.) 

Level Five: At this level, service users routinely make a significant 
majority of the substantive decisions about their personal 
services.(A significant majority, in statistical terms, might range 
from 55% to 90% of key decisions.) 

Level Six: At this level, service users so routinely make the vast 
majority of key decisions that they consider themselves to be fully 
in control of the services and supports they receive. 

Few service users have experienced service systems that rise above a level two 
or three. Even fewer have seen a level four or higher service, though these do 
exist and are relatively easy to establish and maintain. Again, it is important to 
emphasize the gap between rhetoric and reality in implementation of consumer 
direction. Common empowerment rhetoric used in association with service 
systems suggests users have much more authority and power than they often 
actually do. All too often, users are consulted about comparatively trivial issues, 
but authoritative decision-making power is reserved for people other than the 
service user. 

This scale helps us to evaluate the actual relationship of service users to the 
substantive decision-making that affects their lives and services. It also gives us 
more concrete guidelines for developing models of service design that offer 
service users more control. 
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B. Scope of Direction and Control: Over What Does the Person Exercise 

Authority? 

In addition to considering the level of control that service users exert over 
services, we must also consider the scope of control, and we must ask over what 
specific elements of personal life and services that control is exercised. Common 
aspects of life that individuals may wish to determine for themselves could 
include relationships, money, life goals, religion, priorities, lifestyle, appearance, 
health, life interests, obligations, risks, and home. 

The same can be said about the degree and scope of control a person exercises 
in configuring his or her support services. A service user should normally have 
authority over the following elements of his or her service: 

Goals Values and vision 

Priorities Budget 

Hiring, supervision, and dismissal of 
staff 

Methods, practices, and 
processes 

Intentional safeguards Risk management 

Service assumptions, theories, and 
models 

Formal affiliations and contracts 

Accountability and documentation Quality 

Personalization of supports  

This list might surprise some service users; most have experienced only systems 
that were designed for them, not with them. Yet while many professionally 
designed services can be effective and beneficial, the point of this discussion is 
to explore how much more beneficial and effective services can be when the 
users direct as much of the service as they wish. 

Many service models can now be devised and governed solely by the service 
user or by the service user in partnership with service providers. These options 
require either that the service users (or their families and friends) have 
undisputed authority to make decisions about all crucial aspects of service 
design and direction, or that they share this authority with a formal service 
provider that offers personalized support. 

While many individuals and families want to control all aspects of services, many 
others prefer not to take on a service management role. Greater attention should 
be focused on models in which the service user can control the support 
arrangement, but may choose to have others – such as existing service providers 
or competent, trusted individuals from the community – perform the more 
burdensome administrative tasks. (This model proved highly effective in the Cash 
& Counseling Demonstrations described in our first paper.) 
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Similar arrangements are possible in projects in which the service user or a 
family member governs the service at an individual level, as well as at the overall 
service or project level. Currently, consumer-governed or family-governed 
models are less common, but they are quite functional nonetheless. Regardless 
of which model is chosen, it is important to be clear about the aspects of services 
over which the service user has authority, because this helps reduce disputes 
and clarify responsibilities. 

C. Support and Facilitation of Personal Control 

For some service users to function as they wish, they sometimes may require 
additional support for some activities. Needing support is an ordinary human 
condition; most people are both dependent and interdependent on others. Truly 
responsive systems can allow for support and facilitation of decisions about the 
services provided and how they are provided. 

Examples of common facilitative supports that might enable people to do well in 
consumer-directed contexts include: 

Training Information and guidance 

Exposure to optimal role models and 
practices 

Access to experienced peers 

Consciousness raising related to 
consumer direction 

Assistance with “start up” 

Help with supervision and negotiation Administrative and technical help 

Assistance in planning safeguards Assistance in ensuring quality 

Support with decision-making Problem and crisis solving 

People with disabilities, including those who may require facilitative support, 
experience many of the same diverse demands experienced by almost all 
people. Most people ask for assistance, guidance, and support from others from 
time-to-time. Add to this the complexity of managing services and there may be 
occasions in which the person receiving services desires assistance. This 
doesn’t mean that self-direction is unworkable. Rather, it means program 
developers and managers are challenged to implement flexible systems that 
provide people with what they need in order to be successful. This means 
planning for a range of supports in directing services. Offering support does not 
have to reduce the service user’s independence. 

There may be times when self-direction does not work perfectly. Users may 
become temporarily overwhelmed with managing services and supports. 
Systems can be designed to provide flexible supports and contingency solutions 
so that the need for the service user to step back temporarily does not result in 
abandonment of consumer direction for that user. 
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There are many ways to develop self-direction supports and implement them 
before they are needed. This is more likely to happen if all involved in designing 
the systems, including consumers and consumer direction advocates, are 
realistic about what individual service users need. Advocates and service 
providers must become more aware both of service users’ strengths and their 
limitations. With effective personalized assistance, service users get only the 
support they need; the risk that they will be unable to succeed is greatly reduced. 

IV. Summary of Recommendations to Create or 
Enhance Consumer Direction in Service Programs 

These recommendations are taken directly from notes of the colloquium 
discussion group that focused its attention on consumer direction. They are 
presented here as a record of the group’s discussion. The authors believe they 
also serve as a summary of important points to be addressed in fostering true 
consumer direction in service systems. The authors will explore many of these 
points in greater detail in future discussions with service users, providers and 
administrators. In Section V of this paper, the authors have extracted from these 
recommendations some key examples of actions that leaders can initiate 
immediately to foster change. 

The recommendations are grouped into categories that address standards and 
measures; policy and system design; approaches for consumer leadership and 
involvement in decision making; and equalization of knowledge. 

A. Implementation of Standards, Indicators and Measures of Consumer 
direction 

• Establish clear standards and performance indicators at the federal, state, 
and local level for incorporating the consumer direction paradigm into service 
systems. 

• Ensure that standards and indicators address consumer direction both at the 
"end user" level and at the program planning and implementation levels. 

• Create and use measurement tools that reflect the consumer direction 
paradigm and are based on a clear set of consumer direction standards and 
indicators. 

• Ensure that service users have leadership roles from the very outset of all 
policy development, program design, program implementation, and related 
research initiatives. 

• Include "end users" in systems design and policy development through a 
variety of strategies, including managing boards, advisory bodies, leadership 
task forces, focus groups, surveying, structured interviewing, and continuous 
assessment of outcomes and satisfaction. 
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• Establish expectations in federal funding solicitations and policy for self- 

direction based on federal standards and indicators. 

B. Policies and Systems Design Enhancements Related to Consumer 
direction 

• Create and use feedback loops to support continuous learning cultures within 
organizations; ensure that consumer "end users" are key parts of the 
feedback mechanisms. 

• Create corporate cultures of customer (consumer "end user") satisfaction and 
routinely measure end-user satisfaction. 

• Establish quality management mechanisms using end-user outcomes and 
satisfaction as principal indicators. 

• Establish transparent and objective processes involving consumers to 
address issues of health, safety, and risk management; work to prevent 
“protection mechanisms” from acting as a barrier to consumer choice and 
direction. 

• Create broader definitions of services; involve those who receive services in 
the creation of those definitions so that the services are shaped to better meet 
needs of those who receive them. 

• Address the fear of reprisal experienced by consumers, advocates, families, 
service workers and others by implementing policies and procedures that 
afford methods of informing leaders of problems and that provide for harsh 
punishment for any act of reprisal against persons who raise concerns. 

• Make the existence of such policies and procedures widely known, especially 
to consumer "end users," advocates, families, community service providers, 
state workers, and others. 

C. Approaches for Consumer Leadership and Involvement in Decision 
Making 

• Create managing boards and advisory bodies that provide authentic 
leadership in service systems. 

• Create recruiting and selection mechanisms to develop a renewable pool of 
consumer leaders who are representative of typical service users and who 
are willing and able to engage in leadership roles 

• Improve accountability by establishing mechanisms to ensure that executives 
and managers receive and act on guidance from boards and advisory bodies. 

• Ensure that executives frequently report to those bodies on their actions. 
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• Establish an ongoing program of "knowledge equalization" that supports 

informed decision making on the part of those leaders. 

• Employ service users as consultants in policy review and in systems analysis 
as another means of securing end-user perspectives in systems design and 
enhancement. 

• Provide for consultant fees, travel reimbursement, personal assistance 
services, child care, and other supports that facilitate involvement of 
consumer leaders. 

D. Equalization of Knowledge 

• Create materials for those who receive services to support informed decision 
making about services, delivery approaches, and strategies for navigating 
systems, etc. 

• Create materials and other resources that support informed consumer 
leadership at the federal, state, and local level, ensuring those leaders have 
full knowledge of funding, legislation, policies, management systems, 
services, service systems, system constraints, and other matters about which 
they will be called to make decisions. 

• Establish independent bodies, primarily of consumers, to create and review 
the materials and information that support informed choice by those who 
receive services and by consumer leaders. 

V. Key Steps Leaders in Agencies and Organizations 
Can Take to Foster Consumer Direction 

There are no silver bullets that will make self-direction an everyday experience 
for the users of present services. However, there are many strategies that, if 
combined and pursued with some determination, will make a measurable 
difference. The following are some steps that can be taken to create a foundation 
for consumer direction. They are described very briefly here, not as a 
comprehensive treatment of the subject, but rather as suggestions for getting 
practical results. These examples are drawn from the recommendations in 
Section IV above. Several also appeared in the initial paper presented to 
colloquium participants for their review. 

A. Strategies to Prepare for Consumer Direction at the Organizational level 

1. Make Consumer Direction a Central Goal 
Articulating a goal of consumer direction at the top level of agency 
management and throughout all levels is an ideal approach to advance 
consumer direction, although managers at even a single level of the agency 
can do much to advance such a goal. Systems not designed with people-
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centered goals generally fail to promote consumer direction. Faithful and 
conscientious work toward a goal of consumer direction usually results in 
progress. 

2. Provide Opportunities for Service Users, Staff, Board, Funders, and Others to 
Learn More about Self-Directed Services 
Be intentional about the creation of “vision and people building” experiences 
to help all involved “stretch” their sense of the potential of consumer-directed 
services. Raising the bar can foster positive change. People respond to 
inspiring examples of what is possible – but they cannot implement visions 
that they have not yet had. 

3. Use Examples in a Positive Way to Foster Expansion of Consumer Direction 
As agencies advance consumer direction, there will be more and more 
examples of successes. Leaders can use these examples to show funders, 
legislators, and other stakeholders what might be possible with enhanced 
consumer direction. 

B. Strategies for effective leadership in Consumer Directed-Systems 

Implementing any new system presents challenges for leaders. Consumer- 
directed service systems are no exception. Indeed, consumer direction may bring 
some additional challenges, since agencies and service delivery organizations 
are called to create management approaches in which service users and 
advocates have leadership roles. Leadership development must take place within 
the traditional structure of the agency or organization and outside it as users are 
supported in assuming leadership roles. 

1. Select Managers and Service Leaders Who Are Committed to Enhancing 
Their Own Competencies in Consumer direction 
To help consumers achieve self-direction, managers and service leaders 
must not only be committed to the concept, they must also possess 
competencies that are consistent with consumer direction. Service leaders 
should know, practice, and impart them to all within the organization. Staff 
development activities should incorporate training that will help leaders and 
staff at all levels develop these competencies. Individuals who have honed 
these skills should be appointed to key leadership roles. Naturally, service 
users will have their own instincts about who the most committed service 
leaders might be, so users should be included in the selection and 
supervision process. Items 2 through 5 are examples of these competencies. 

2. Promote Collaborative Leadership Approaches 
Leaders capable of and willing to work in a collaborative framework, involving 
stakeholders within and outside their organizations, can do much to advance 
consumer direction. The complexity of managing any service system 
increases when those who are the recipients of services are involved in 
leadership. (There are also advantages for agencies in involving consumers, 
including having advocacy voices who can speak in support of the system 
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and the agencies operating it.) Working collaboratively and in teams requires 
different skills from traditional “top down” management approaches. 
Relinquishing paternalism in favor of welcoming the contributions of others is 
significantly more enabling. Agencies can select leaders with this competency 
and support leaders in acquiring it through training and adoption of team 
oriented management approaches throughout the agency. 

3. Learn To Share Control and Authority 
One meaningful way to share control is to establish an advisory board or task 
force that includes a substantial number of service users and other advocates 
who have authentic power to influence policy, service delivery, and evaluation 
of services. Leaders can learn to share control by becoming more aware of 
how they monopolize control, power, and authority (albeit unconsciously and 
unintentionally). 

4. Acquire a Level of Comfort with the Messiness of Participatory Processes 
Once we open the door to participation, we begin to share the public space 
with others. People do not usually fit easily into someone else’s preferences 
and notions of how participation ought to unfold. Conversely, by relaxing and 
accepting a more open-ended approach to how participation might take place, 
we can allow others to shape the experience and to make their own unique 
contributions. 

5. Restrain Vested Interests That Might Limit Service Users’ Potentials 
When users of service have an authentic role in directing the systems that 
affect their lives, it is much more likely that the focus will remain on what is in 
the best interest of all concerned. In any service system, there are always 
opportunities and temptations for those involved to indulge their own vested 
interests, whether those interests are power, size, reputation, wealth, or any 
other largely self-serving aim. Service leaders must instead look for 
opportunities to defend, expand, and enrich the interests of people who are 
the recipients of the services offered.  

C. Strategies for working with service users 

Some service users may need training or other specific supports to fully realize 
consumer direction. 

1. Properly Support People with Their Efforts to Have More Control 
Many people require training or targeted support in order to fully realize their 
self-direction potentials. Providing self-direction opportunities may not be 
enough to assure empowering self-direction outcomes. Systems should be 
designed from the outset to provide additional support in the form of training 
or continuing facilitation. For example, users could benefit from training on 
personal assistant supervision or training on how to complete and check time 
sheets so the person providing the service can be paid in a timely manner. 
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2. Avoid Structures and Practices That Undermine Personal Power of Service 

Users 
Leaders must be vigilant to avoid practices that are prescriptive, exclusive, 
and driven from the top down; they pre-empt otherwise feasible service user 
choices and prerogatives. Some aspects of current systems can take on a life 
of their own and inadvertently take personal power away from staff and 
service users alike. Leaders should create continuing dialogues with users, 
staff, and other stakeholders to prevent the drift toward prescriptive practices 
common in service systems. For example, risk management is one highly 
charged issue that especially benefits from straightforward, intentional 
discussion and decision-making. Service users and advocates may have 
significantly different views about what constitutes risk and the level of risk 
that is acceptable. Even when most other structures that support self-direction 
are in place, the presence of just one fearful professional who is not willing to 
allow the service user to take a risk can destroy the entire attempt at 
autonomy. 

3. Make Efforts to Relieve People of Their Fears of Change, Uncertainty, and 
Reprisal 
Create mechanisms that diminish the potential for uncertainty as plans are 
laid for change. Involving stakeholders in all phases of planning and having 
clear, honest continuing discussions with stakeholders can help minimize 
fears and uncertainty about change. It is also important, in the initial design or 
improvement of a system, to create mechanisms that diminish the potential 
for reprisal. Service users report fears of retaliation for making complaints 
related to the services they receive. Advocates express similar concerns that 
they will experience a backlash from officials when they take a strong 
advocacy stand. One way to diminish reprisal and the fear of it is to create 
clear, emphatic policies prohibiting reprisal and then enforcing those policies. 
Fears of change, uncertainty, and reprisal can hold people and organizations 
back from their potential. The release of these fears can unleash positive 
energy, since that energy is no longer diverted to maintain people’s mistrust, 
insecurity and anxieties.  

4. Foster Ties to and Cooperation with Independent External Advocates 
Agencies must support the important role that independent advocacy can 
play. People will not consider themselves in control of their own lives if their 
voices are ignored or if they are cut off from powerful allies who might help 
them uphold their own vision and priorities. Independent advocates can be 
fearless in their ability to attend to contentious issues; they are excellent 
sources of challenge for complacent systems. Keeping service users silent 
and isolated from independent advocacy is not consistent with providing 
consumer-directed services. In addition, advocates can often play a 
supportive role with funders and others whose decisions have an impact on 
service systems. 
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5. Welcome Thoughtful Dissidence as a Natural Part of Expressing Autonomy 

When people feel free to express disagreement, this is usually a sign that 
they do not feel threatened or intimidated by conflict with people in roles of 
authority. Admittedly, when people are testing out their autonomy and ideas, 
they may not always express themselves with tact – but with practice, most 
people do become more diplomatic. Sometimes what they say is useful and 
productive, and it is important to attend more to what they are saying rather 
than how they are saying it. 

VI. Conclusion 
The rhetoric of consumer direction has been heard now for several decades, but 
putting authentic consumer direction into practice has proven challenging for 
leaders at federal, state, and local levels. Doing so requires a paradigm shift, a 
new way of thinking and new ways of acting at all levels of organizations. 
Leaders are called to share power, seek guidance, accept and grow from 
criticism, and abandon old, often paternalistic, ways of managing programs. 
Leaders are called to embrace continuous quality improvement, using what they 
learn from service users to drive innovation. They are called to find new ways of 
managing risk without encroaching on personal freedom. These are big changes 
that leaders and organizations can make with commitment and the right kinds of 
support. It is our hope that this paper will serve as one part of that support. 

We have offered a beginning framework of recommendations and guidelines that 
leaders can use as they strive to realize true consumer control, embracing 
authentic, meaningful direction from those who are served by the programs they 
administer. As with the other papers in this series, the recommendations here 
were drawn from our review of programs that evidenced genuine consumer 
direction and from the guidance of the participants in the ILRU systems change 
colloquium. We intend this and the other papers to serve as catalysts for 
additional exploration and development of in depth guidance for those 
administering programs. Over time we will create other opportunities for those 
who participated in the colloquium, and others, to delve deeply into each of the 
recommendations in these papers, to test them, refine them, and improve them. 
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VII. Reading List 
This list, which is common to all three systems change papers produced by 
ILRU, contains the two publications which were referenced in the second and 
third papers, but primarily is offered as a reading list for those wishing to read 
more about improving service systems to make them more responsive to people 
with disabilities, the users of those systems. The list draws from many fields, not 
just human services. Not all materials are still in print, but the reader should be 
able to locate all these references in most large libraries. 
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